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public and private sector funding for mela-
noma research. 
[From the Wall Street Journal, Oct. 10, 2006] 

ADVOCACY OVERLOAD? 
ACTIVISTS SEEK TO UNIFY EFFORTS OF GROUPS 

TARGETING DISEASES; A BRAIN-TUMOR COL-
LABORATIVE 

(By Amy Dockser Marcus) 
At the national Brain Tumor Foundation, 

executive director Rob Tufel has a standard 
reply for well-meaning families and patients 
who want to set up a patient-advocacy 
group: ‘‘Please don’t start another organiza-
tion.’’ 

There are 141 patient-advocacy groups that 
cover brain tumors, according to Mr. Tufel, 
while 43,000 people in the U.S. are diagnosed 
every year with primary brain tumors, be-
nign or malignant. That’s roughly one group 
for every 305 new patients. ‘‘It just doesn’t 
make sense from the point of view of fund-
ing, or from the point of view of patients and 
families,’’ who must sort through the numer-
ous organizations and Web sites for informa-
tion, Mr. Tufel says. ‘‘Competition is good 
because it keeps us on our toes, but at some 
point . . . it becomes ineffective.’’ 

Competition is an issue that many patient- 
advocacy groups wrestle with as they strug-
gle to raise funds for research, attract great-
er interest in their diseases, and speed up the 
search for a cure. Increasingly, advocates are 
asking: When it comes to a disease like can-
cer, is it possible to set a common agenda 
and speak with a unified voice? 

Now some groups have begun to debate 
whether the large number of organizations 
may be hindering as much as helping in their 
efforts. Many diseases—including AIDS, au-
tism and Parkinson’s disease—have more 
than one group that lobbies Congress for 
more funding and reaches out to patients 
and families. With cancer, in particular, 
there has been an explosion in the number of 
foundations and advocacy groups in recent 
years, as the Internet allows patients to con-
nect with one another more easily. It’s par-
ticularly true in rarer cancers such as brain 
tumors or melanoma, where the ratio of the 
number of groups to the number of people 
who actually get the disease is especially 
high. There are an estimated 40 groups in the 
U.S. for melanoma—a disease that will see 
about 62,190 new cases and 7,910 deaths in 
2006, according to the American Cancer Soci-
ety. 

Many of these groups wind up competing 
with each other for the same donors and the 
same researchers to sit on their boards. 
There is the chance that groups will dupli-
cate one another’s efforts, wasting resources 
by offering the same programming or serv-
ices. And busy legislators find themselves 
uncertain about what the greatest need is for 
patients because each group emphasizes dif-
ferent issues or aspects of the disease. 

There is also recognition that as cancer re-
search increasingly focuses on using costly, 
cutting-edge technology to identify genes 
and cellular changes as an avenue to new 
treatments, progress is going to take huge 
sums of money that small patient-advocacy 
groups are unlikely to be able to raise on 
their own. 

Advocacy groups need to ask, ‘‘Couldn’t we 
better leverage some of these resources that 
you’re all spending?’’ says Paula Kim, whose 
Translating Research Across Communities 
consulting group in Green Cove Springs, 
Fla., and Fallbrook, Calif., works with pa-
tient advocates. Many times, groups end up 
‘‘recreating the wheel’’ in doing very similar 
work, she says. 

Different strategies are being tried in order 
to organize the patient-advocacy commu-
nity. Some advocacy groups for major can-

cers, such as breast cancer and prostate can-
cer, have formed coalitions that have been 
effective in lobbying on common issues. Oth-
ers end up merging; two separate lymphoma 
patient-advocacy groups decided to join 
forces and create one organization instead, 
the Lymphoma Research Foundation. ‘‘One 
Voice Against Cancer’’ is a coalition of many 
public health groups that lobbies Congress 
for more federal funding for cancer research. 
Eight brain-tumor foundations, including 
Mr. Tufel’s group in San Francisco, formed 
the Brain Tumor Funders’ Collaborative to 
pool money to fund large projects. Earlier 
this year, they announced their first joint 
funding initiative, giving grants of $2 million 
to each of three scientific projects. 

Not all smaller groups see the proliferation 
of foundations as a problem that needs fix-
ing. Many advocates started their work be-
cause they lost someone to the disease, and 
want to focus on highly personal goals or 
local projects. Small groups also sometimes 
worry about having to divert too much of 
their meager funds to big projects. ‘‘I don’t 
agree with the idea that there are too many 
melanoma groups,’’ says Colette Coyne, who 
founded the Colette Coyne Melanoma Aware-
ness Campaign in New York with her hus-
band, Patrick, after their daughter died of 
melanoma. ‘‘Many work in their community. 
I think it is a healing thing for people to cre-
ate a foundation when they have lost some-
one.’’ 

The Coynes concentrate their efforts in 
New York, where they live. They have helped 
promote shade coverings in playgrounds and 
helped push through tough legislation re-
garding the use of tanning salons by minors. 
But they rely mainly on volunteers and raise 
around $50,000 through a yearly walk and 
dinner dance. ‘‘I’d be concerned about being 
committed to large amounts of money for a 
coalition when we’re never very sure what 
our income will be,’’ says Ms. Coyne. None-
theless, Ms. Coyne says she believes a coali-
tion is necessary, and she wants to find a 
way for her group to join. 

It is within the melanoma community that 
one of the most interesting and important 
debates is going on regarding advocacy 
groups, amid growing attention to the dis-
ease. Steven A. Rosenberg recently an-
nounced that he and other National Cancer 
Institute scientists genetically engineered 
advanced melanoma patients’ own white 
cells to recognize and attack their cancer 
cells. In a report published about 15 of the 
patients, two of the patients saw their dis-
ease regress. Translational Genomics Re-
search Institute in Phoenix and the H. Lee 
Moffitt Cancer Center and Research Insti-
tute in Tampa, Fla., are working together to 
create a kind of map of the human mela-
noma genome for researchers. These are the 
kinds of projects that a coalition of mela-
noma advocacy groups could help by lob-
bying for more federal funding and gener-
ating greater public awareness about the 
projects and the need for support. 

Nineteen different melanoma groups came 
together in Bethesda, Md., in late March for 
a meeting planned by the Melanoma Re-
search Foundation in order to debate wheth-
er they should form a ‘‘One Voice Mela-
noma’’ coalition to increase the impact of 
the community on a federal level. At the 
melanoma coalition meeting, one of the key 
speakers was Connie Mack, who was the U.S. 
senator from Florida from 1989–2001, and is a 
melanoma survivor. Sen. Mack, who now 
serves as chairman of the board of the 
Moffitt center, told the patient representa-
tives that their organizations could do much 
more, especially on Capitol Hill, if they 
joined together. ‘‘Our challenge is to see that 
our voice is heard,’’ he told the advocates, 
‘‘but the only way that this will occur is if 
we speak with one voice.’’ 

In an interview later, Sen. Mack said that 
the individual organizations were all doing 
important work, but that members of Con-
gress and officials at the NCI were con-
stantly meeting with patient advocates, in-
cluding melanoma groups with different 
ideas and requests. Congress has limited re-
sources available to give these groups, says 
Sen. Mack, and without a common agenda, 
‘‘funding levels haven’t achieved the level 
where they can accomplish anything of sig-
nificance.’’ 

Linda Pilkington, a melanoma survivor 
who is executive director of the Melanoma 
Research Foundation in Princeton, N.J., 
says that the coalition talks had already 
made a difference. In the wake of the meet-
ing, the groups agreed on some common 
goals. While discussion about the coalition’s 
structure and mission continue, as a result 
of the group’s discussion, the Melanoma Re-
search Foundation was able to work with a 
lobbyist and Ms. Kim to craft language that 
was included in the current Senate Labor, 
Health and Human Services, and Education 
appropriations report for fiscal 2007. It calls 
on the National Cancer Institute to convene 
a group of patients and researchers to de-
velop a five-year strategic plan for mela-
noma research, including focusing on the 
issue of how to speed up the development of 
new therapies. 

The effort hasn’t been easy. ‘‘Putting 
groups together is like having your children 
work together,’’ says Valerie Guild, presi-
dent of the Charlie Guild Melanoma Founda-
tion in Richmond, Calf., and part of the 
steering committee working on the mela-
noma coalition. It seems to make sense be-
cause they’re all siblings, ‘‘but try to get 
someone to decide what movie to go to on a 
Sunday night.’’ Despite the challenges, a co-
alition can work, says Ms. Guild, who start-
ed her group in 2004 after her daughter died 
of melanoma. ‘‘Everybody really wants to 
get to the same place at the end of it all—a 
treatment for the disease.’’ 

Ms. Kim, the consultant, who is helping 
the melanoma groups create a coalition, says 
there are a number of models that can help 
small or financially strapped organizations 
contribute to a coalition. Among them: slid-
ing-scale dues based on the size of a group’s 
budget, or a program for helping coalition 
members raise additional funds. Ms. Kim— 
who herself co-founded an advocacy group 
called the Pancreatic Cancer Action Net-
work in 1999 after her father died of pan-
creatic cancer—argues that ‘‘for rare dis-
eases, coalitions are vital. It’s a lot harder to 
make noise when there are not a lot of peo-
ple to advocate for you. It’s harder to get 
people on the bandwagon.’’ 

f 

HONORING REVEREND ROBERT 
MOORE 

HON. RUSH D. HOLT 
OF NEW JERSEY 

IN THE HOUSE OF REPRESENTATIVES 
Thursday, December 7, 2006 

Mr. HOLT. Mr. Speaker, I rise today to rec-
ognize The Reverend Robert Moore for twen-
ty-five years as Executive Director of the Coa-
lition for Peace Action. 

The Coalition for Peace Action began in 
1980 when a group of religious congregations 
in the Princeton area joined together to spon-
sor a Teaching Conference and Interfaith 
Service on the theme ‘‘Can We Reverse the 
Nuclear Arms Race?’’ At a follow-up meeting 
several weeks later, a decision was made to 
form an ongoing organization dedicated to nu-
clear disarmament—the Coalition to Reverse 
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the Nuclear Arms Race. Rev. Moore served 
as Steering Committee Chair of the NJ Nu-
clear Weapons Freeze Referendum in 1982 
and was instrumental in its successful pas-
sage by two-thirds of New Jersey voters. 

As the Cold War drew to an end in the late 
1980’s, the Coalition’s goals expanded to in-
clude the related goals of reaping a major 
peace dividend—a peace economy—and halt-
ing weapons trafficking, both internationally 
and domestically. In 1993, to reflect this 
broader agenda, the members voted to 
change the name of the organization to the 
Coalition for Peace Action. As other peace- 
seeking organizations have come into exist-
ence and faded away over the years, the Coa-
lition for Peace Action has remained vibrant 
because Rev. Moore has created an organiza-
tion that is relevant, well informed, committed 
and practical. 

Rev. Moore has been instrumental in the 
Coalition’s efforts to motivate and mobilize 
peace and non-violence activists. As an exam-
ple, in the late 1980’s, the Coalition’s ‘‘Target 
Congress’’ project recruited and trained over 
500 citizen letter-writers to regularly write to 
US Representatives. Those contacted showed 
significant movement toward pro-peace voting 
records. 

Rev. Moore co-chaired the NJ Coalition 
Against War in the Middle East in 1990–1991, 
opposing the first Persian Gulf War, and later 
the N.J. Coalition Against War in Iraq from 
2002 to the present. Under his direction, the 
Coalition successfully lobbied Congress, as 
part of a national effort, to stop funding for 
U.S. nuclear weapons testing. Despite an ini-
tiative engineered by the National Rifle Asso-
ciation to rescind the New Jersey ban on as-
sault weapons, the law was preserved by an 
intensive lobbying effort led by the Coalition. 
In 1995 the first Peace Voter campaign in the 
country distributed tens of thousands of voter 
guides comparing candidates on peace and 
gun violence issues. In 2000, the Coalition 
provided the first-in-the-nation ‘‘NonPartisan 
Candidate Briefings’’ to five of six major party 
candidates in New Jersey’s U.S. Senate pri-
mary, and to 3 of 4 major party candidates in 
two House races. 

Rev. Moore is hailed nationally for his ability 
to educate and mobilize citizens in the name 
of peace and disarmament. He is an out-
standing example of a committed citizen tak-
ing action for what he believes. Rev. Moore is 
a teacher, advisor, and motivator. 

Mr. Speaker, I ask you and my colleagues 
to join me in congratulating The Reverend 
Robert Moore on his twenty-fifth anniversary 
with the Coalition for Peace Action. 
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TRIBUTE TO CONGRESSMAN LANE 
EVANS: A GREAT MAN 

HON. KENDRICK B. MEEK 
OF FLORIDA 

IN THE HOUSE OF REPRESENTATIVES 

Thursday, December 7, 2006 

Mr. MEEK of Florida. Mr. Speaker, I am 
happy to join with Congressman COSTELLO 
and all of my colleagues in honoring a truly 
great man—Congressman LANE EVANS of Illi-
nois, who will be leaving Congress after a 
quarter-century of service to our country. 

When I was a freshman Member of Con-
gress, and a new member of the House 

Armed Services Committee, LANE EVANS, a 
veteran himself, a senior member of Congress 
and the ranking Member of the House Vet-
erans Affairs Committee, learned of my inter-
est in veteran’s issues and took the time to 
show me ways to improve my service to vet-
erans in my District and in our state. They 
were lessons from a master, and they have 
left an indelible impression on me. 

His expertise is legendary. He knows the 
needs of veterans; their programs, history, 
problems and concerns. He forged alliances 
across the aisle and put together coalitions to 
pass legislation to keep this Nation’s promise 
to our veterans. As a Vietnam Veteran him-
self, he never forgot what it meant to serve 
this country in the military. His ability is so 
great that he can even make those who have 
never served also understand the military and 
its culture. 

I will also never forget the fun we had when 
Mr. EVANS managed our Congressional bas-
ketball team. We played games to help raise 
funds for charity, and even though he was 
stricken with Parkinson’s disease, which pre-
vented him from participating, it was obvious 
how much he loved the team and the good- 
natured competition. He is a joy to be around, 
and an inspiration. 

Mr. Speaker, we need only look at the walls 
of the Speaker’s Lobby or our committee 
rooms to appreciate that the House of Rep-
resentatives will continue on long after we are 
gone, and there is a certain comfort in the re-
alization that this great institution, in which it is 
our honor to serve, will endure. 

However, I want Mr. EVANS to know how 
much he has touched me and the other Mem-
bers of this Congress; to thank him for his 
friendship, his leadership and for his service to 
our Nation; and to let him know of our commit-
ment to build on the foundation that he laid 
down over his 24 years in Congress. 

f 

HONORING THOMAS PRITZKER 

HON. RAHM EMANUEL 
OF ILLINOIS 

IN THE HOUSE OF REPRESENTATIVES 
Thursday, December 7, 2006 

Mr. EMANUEL. Mr. Speaker, I rise today to 
congratulate Thomas Pritzker on being named 
Chairman of the Art Institute of Chicago, and 
to honor him on his many years of service to 
the people of Chicago. 

For more than a century, Chicago’s Art Insti-
tute has served as one of America’s premier 
centers for art education and exhibition, nur-
turing the abilities of talented young artists, 
and bringing important works of art to the peo-
ple of Chicago and the nation. 

This great Chicago institution has been 
home to great American artists such as Grant 
Wood, Georgia O’Keeffe, and Orson Welles. I 
have no doubt that under Mr. Pritzker’s lead, 
it will continue to contribute profoundly to the 
American cultural landscape. 

A lifelong Chicagoan, and graduate of The 
University of Chicago’s Schools of Law and 
Business, Mr. Pritzker has tirelessly supported 
the city’s institutions of higher learning 
throughout his career. 

Mr. Pritzker’s dedicated service includes 
years of philanthropic work with The University 
of Chicago, where he sits on the Executive 
Committee of the Board of Trustees, and 18 
years as a Board Trustee for the Art Institute. 

Mr. Pritzker’s important philanthropic gifts 
have enabled The University of Chicago and 
The Art Institute of Chicago to consistently op-
erate at a high degree of excellence, and re-
main at the forefront of education and innova-
tion. 

Mr. Speaker, on behalf of the Fifth Congres-
sional District of Illinois, I congratulate Thomas 
Pritzker on his new title of Board Chairman of 
The Art Institute of Chicago, and thank him for 
his many outstanding contributions to the city 
of Chicago. 

f 

A TRIBUTE TO CONGRESSIONAL 
BLACK CAUCUS LEADERSHIP 

HON. MAJOR R. OWENS 
OF NEW YORK 

IN THE HOUSE OF REPRESENTATIVES 

Thursday, December 7, 2006 

Mr. OWENS. Mr. Speaker, in the past I 
have often had the delight of saluting my de-
parting colleagues with a tribute in Rap poetry. 
At this point, however, circumstances have 
been reversed and I am departing. As I leave, 
it will be my pleasure to offer some brief por-
traits in words describing the very able women 
and men I leave behind. 

Today I would like to highlight three out-
standing members—EDDIE BERNICE JOHNSON, 
DONALD PAYNE, and MAXINE WATERS—who 
have served as President of the Congres-
sional Black Caucus, CBC. The continually im-
proving effectiveness of the CBC is due to the 
fact that it is able to benefit from the talent 
and know-how of a pool of very dedicated and 
competent leaders. They also have unique 
personalities that can be appreciated with a 
few light-hearted verses, see three attached 
RAP poems. 

TEXAS MONA LISA 
Power and mystery 
In generous portions mated; 
Fair time she allots 
For any issue debated 
But her moods are rapidly rotated 
Her anger can be swiftly escalated; 
Mess with Eddie Bernice’s pride 
And she’ll quickly invite you outside. 
Once great goddess of reapportionment, 
Her lines drawn in stone would stay, 
Through ten years would never fray, 
Untouched by rustler Tom DeLay. 
Slow sly smile 
Magnetic style 
Great resource of charm and stealth 
But on the side also some Texas wealth. 
Struggle focused credo uniquely excited, 
Power and mystery tightly united, 
Beneath the strict no nonsense fashion 
Run deep wells of cosmic compassion. 

SPECIAL ENVOY PAYNE 
Female agents fondly remember his name— 
Tireless globetrotting fearless Don Payne. 
Stealth master across the globe 
Always on the probe; 
Quiet in his command 
But tightly holds leader’s lives 
In the palm of his cool hand. 
When Donald says move 
Charles Taylor hops into the groove; 
Liberia from Jersey must learn 
To let rule from Newark 
Take its empire turn. 
Don travels 
With the proud and brave, 
Somalia he single-handedly 
Sought to save. 
Always on the probe 
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